Making Assistive Devices Essential: Prioritizing Products in Global Health by Sigounas, Vaia
 
 
 
 
 
 
 
MAKING ASSISTIVE DEVICES ESSENTIAL: 
PRIORITIZING PRODUCTS IN GLOBAL HEALTH 
 
 
 
 
 
Vaia Sigounas 
 
 
 
 
 
A thesis submitted to the faculty at the University of North Carolina at Chapel Hill in partial 
fulfillment of the requirements for the degree of Master of Arts in the Department of 
Anthropology. 
 
 
 
 
 
Chapel Hill 
2017 
 
 
         
 
Approved by: 
           Peter Redfield 
           Jocelyn Chua 
           Lydia Boyd 
ii 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
© 2017 
Vaia Sigounas 
ALL RIGHTS RESERVED 
 
 
 
 
iii 
 
 
 
 
 
 
ABSTRACT 
 
Vaia Sigounas: Making Assistive Devices Essential:  
Prioritizing Products in Global Health 
(Under the direction of Peter Redfield) 
 
Until recently, the World Health Organization (WHO) specified just one resource as essential for 
the health of the population: prescription medications. Over time, it became clear that the 
essential medications list excluded other, arguably equally necessary, interventions from the 
domain of humanitarian aid, and the WHO developed a “priority assistive products” in 2016. I 
argue that the WHO created this list because disability rights activists worldwide are couching 
access to assistive devices in terms of human rights. In this paper, I use ethnographic analysis to 
follow the pathway of lower extremity prosthetic devices as they are distributed throughout 
Uganda. This study suggests that, by glossing over the details of who gets devices and how, the 
WHO may not be addressing real concerns surrounding the social factors that mediate access or 
be attending to the plurality of ways people in the developing world obtain access to assistive 
devices.  
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CHAPTER 1: INTRODUCTION 
 
 In response to a specific set of social circumstances, including the push towards increased 
patient advocacy, and injustices such as pharmaceutical companies dumping inferior drugs into 
the health care systems of developing countries, the World Health Organization developed a list 
of essential medications in the 1970s (WHO Model Lists of Essential Medicines 2015). Although 
modern biomedical care goes far beyond the administration of medications to include materials 
used for emergency and surgical interventions, the WHO failed to include any devices as forms 
of humanitarian aid on its list. This discrepancy between the stated importance of essential 
medications and the absence of essential devices was recently called into question, and it led the 
WHO to develop a “preferred assistive products” list modeled on the essential medications list. 
Although the WHO calls this a list of “preferred” rather than “essential” products, public WHO 
documents repeatedly emphasize that the items on this list – including glasses, hearing aids, and 
wheelchairs – are, in fact, essential products (WHO Finalises List of Assistive Products 2017).   
 The WHO justifies the creation of its new list by stating that very few people worldwide 
have access to assistive devices, and so it is addressing a gap that has only grown wider with 
improved life-expectancy as older adults struggle with disability in increasing numbers (Priority 
Assistive Products List 2017). However, as was the case with the development of the essential 
medication list, the actual reason why the WHO has finally come around to listing assistive 
devices as essential is much more complicated than the organization suggests. Once again, the 
WHO is engaging in patient advocacy; but this time, it acknowledges the social aspects of health 
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by reflecting the work of disability rights activists who insist that access to life-improving 
devices is as necessary as access to life-saving medications. The perception of inequity has also 
changed. Instead of responding to news articles about drug dumping by pharmaceutical 
companies, the WHO is responding to the perception of disability as a medical problem and 
medicine as a site of humanitarian engagement.  
 Disability in the United States and Europe was historically formulated as a medical 
problem, a deficit located within an individual body requiring some sort of external intervention 
or treatment to repair the underlying deficiency (Longmore and Umanski 2001:7). The 
medicalized interpretation of disability has recently come into question, as scholars increasingly 
consider the ways disability intersects with social, cultural, and political domains (Wendel 
1997:261). However, for many people involved in the professional fields of medicine, 
rehabilitation, and public policy, the medical model of disability persists (Longmore and 
Umanski 2001:9). As medicine has become a site of humanitarian engagement, the management 
of disability increasingly becomes a locus of intervention for humanitarian organizations. 
 This study is based on fieldwork examining the use of assistive devices, particularly 
mobility devices, in and around Kampala in 2016. It uses ethnographic analysis, including 
participant observation, informal discussions, and in-depth interviews with employees of 
governmental and non-governmental organizations, people who use assistive devices, and the 
people who build these devices. In spring 2016, the WHO released its new priority assistive 
products list, and I had frequent discussions with my collaborators about how this new list would 
impact the lives of people with disabilities in the developing world. Many of my collaborators 
personally rely on the use of assistive devices, while others work for organizations that serve 
3 
 
people with disabilities. Their lived experiences complicate the WHO’s attempt at clarifying and 
improving accessibility as embodied by the creation of a priority assistive products list. 
 In this paper, I begin by considering how the development of the priority assistive 
products list, as presented by the WHO, emerged from the earlier model of the essential 
medications list. I argue that the WHO recently developed a priority assistive products list in 
response to an expanded notion of health as a human right. More directly, it is in response to 
disability rights activist claims that access to assistive devices improves quality of life; and 
improved quality— not just quantity— of life is a human right. At the same time, my fieldwork 
in Uganda suggests that the WHO’s priority assistive products list does not address potential 
problems in implementing this list as an instrument for social justice. In particular, the list 
supports some people more than others: children over adults, men over women, and people from 
more developed parts of the world over those living in less developed regions. Furthermore, the 
list does not attend to the plurality of ways people in the developing world obtain access to 
assistive devices. Without understanding who is affected by lack of access and how people are 
circumventing their lack of access, the WHO risks turning the development of the priority 
assistive products list into an empty gesture instead of an effective instrument for improving 
health.   
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CHAPTER 2: BACKGROUND 
 
Essential Medications  
 In 1977, the World Health Organization published a list of 186 “essential medications,” 
medications described as “basic, accessible, and necessary for the health needs of the 
population” (Greene 2011:10). The very act of creating such a list moved privately developed 
pharmaceuticals out of corporations and into the “public health commons,” transforming the 
nature of health care from market commodity to universal human right (Greene 2011:13).  The 
essential medications list originated in a talk WHO Director-General Halfdan Mahler gave to the 
1975 World Health Assembly, where he suggested that the role of the WHO should include 
greater emphasis on supporting public health as well as increased activism extending beyond the 
development of guidelines and standards  (Greene 2011:11). Mahler later urged the 
pharmaceutical division of the WHO to create a list of essential medications. The expert 
committee Mahler convened to tackle this project conducted interviews with health care 
providers, including physicians, pharmacists, and government officials within the health 
ministries of twenty-five countries (Greene 2011:18). In 1976 and 1977, the committee led a 
series of expert panels which culminated in the publication of the WHO Technical Report 615: 
The Selection of Essential Drugs. In hindsight, the initial development of the essential 
medication list emerged from a shift within the WHO and the broader international discourse, a 
discourse where the right to certain kinds of health care became increasingly defined as universal 
human rights.  
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 The essential medication list has its roots in colonial medical practices and was organized 
according to the principles of medical military supply lists re-imagined for humanitarian 
purposes (Redfield 2008:156). Both the development of the public health system and the 
distribution of pharmaceuticals in Africa emerged, in part, from the context of colonial powers 
attempting to secure a stable local workforce (Adams 2010:42). In Côte d’Ivoire for example, 
European settlers initially responded to endemic diseases by building towns away from local 
populations and racially segregating themselves (Nguyen 2010:116). Over the next fifty years, 
European colonial powers decimated local populations through the introduction of sexually 
transmitted diseases and forced-labor practices, undermining agricultural production and 
furthering malnutrition among vulnerable people (Nguyen 2010:119). As a result of these 
actions, local populations decreased in size and the people that remained were unable to work, 
negatively impacting wealth production for colonial forces. European pro-natal policies and the 
establishment of public health systems in African colonies were in direct response to diminishing 
African economic production, rather than motivated by any sort of egalitarian or humanitarian 
agenda (Nguyen 2010:120). In other words, by introducing biomedicine-based public health 
practices, colonial powers reconfigured African bodies to optimize their role in labor production 
(Livingston 2005).  
 By the time the essential medications list became a pet project of the WHO, it was only 
distantly associated with colonialist impulses. Rather, the list evolved in response to more 
temporally immediate events surrounding “drug dumping” by pharmaceutical companies seeking 
to unload medications that they couldn’t sell in the West onto countries in the developing world, 
and by governmental, nongovernmental and activist critiques of these practices (Wise 1997; Van 
dijk, et al. 2011). Partially in response to drug dumping, the WHO suggested that access to 
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certain drugs and supplies is not optional and later created guidelines for the appropriate 
donation of medications (Bero, et al. 2010). The WHO elevated the importance of these 
medications by stating that they are more than mere pharmaceuticals - they are necessary 
material components of the struggle for global human rights (Nguyen 2010:4). An extension of 
this sensibility allowed new medications used to treat potentially lethal infections, such as 
HIV/AIDS, tuberculosis, and Ebola, to eventually enter this rarified world of essential drugs. 
However, activist motives privileged certain pharmaceutical attributes over others: cost-
effectiveness for the largest number of people, medications that treated common diseases, older 
medications with known safety profiles, single agents and generic drugs (Greene 2011:18).  
 People living in the developing world did their part by readily accepting pharmaceutical 
interventions for disease management. Medications are familiar modes of dealing with 
misfortune throughout the developing world. For example, in Uganda, medicines became 
increasingly commercialized in the 1990s, and retailers could easily sell medications over the 
counter or out of their homes at the same time that the public health service disintegrated (Whyte 
1997:208). Individuals and families attempted to treat their symptoms experimentally, buying 
one or two capsules at a time, or requesting samples of medications and combining them in their 
quest for symptomatic treatment or cure (Whyte 1997:208-209). People were optimistic about 
pharmaceuticals, and the less they knew about how the medications worked, the more attractive 
they found these “exotic substances” (Whyte 1997:209). The goodwill Ugandans felt towards 
pharmaceutical interventions extended to the use of pharmaceuticals to cement social bonds, and 
family members showed love by purchasing and administering medications for one another 
(Whyte 1997:209).   
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 Use and access to pharmaceuticals have changed dramatically over the past twenty years, 
and the WHO is creating a priority assistive products list in a very different environment than the 
one in which it created an essential medications list. The relationship between pharmaceutical 
companies and patients has changed; patients can readily call upon transnational social 
connections to obtain care; and governments and corporations cannot ignore the impact of local 
and global health activism. After the events surrounding drug dumping during the 1970s and 
accusations that they intentionally kept antiretrovirals from people who were at the epicenter of 
the AIDS epidemic, pharmaceutical companies now have different  interactions with people in 
the developing world: they need them for clinical trials. Pharmaceutical companies scrambled to 
enroll HIV-positive, treatment-naïve patients for clinical trials in Uganda during the AIDS 
epidemic, taking advantage of what Crane terms, their “valuable inequalities” (Crane 2013:7). At 
the same time, individuals who otherwise could not afford these medications began to lay claims 
to what Petryna calls “biological citizenship” – “a massive demand for but selective access to a 
form of social welfare based on scientific and legal criteria that acknowledge injury and 
compensate for it"(Petryna 2009:27-8). Disability rights activists, like the AIDS activists before 
them, forged a transnational community based on managing disability and developed common 
strategies directed towards improving access to resources and rights. 
Activism takes on a new role in this environment. For example, through “treatment 
activism,” patients can demand that the state pay for treatment that is not usually covered by the 
national health care system. In addition to selling more medications, pharmaceutical companies 
benefit by potentially bypassing regulatory bodies in the United States and Europe to market 
their latest product in other countries – even countries whose residents may not be able to find 
essential medications in their local pharmacies (Petryna 2009:147).  The priority assistive 
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products list comes out of these new circumstances where people leverage their valuable 
inequalities, new forms of citizenship, and treatment activism to insist upon an expanded array of 
health-related resources, including assistive devices. 
 
Priority Assistive Products 
Although the essential medications list has been modified and changed since its inception 
in the 1970s, it nevertheless speaks to a certain universalism of health rights as a form of human 
rights. Until very recently, no equivalent movement within the WHO had arisen to demand the 
inclusion of devices into the public health commons. Then, in 2013, the WHO began to develop 
a list of assistive devices for people with a variety of physical disabilities. Disability rights 
activists had been agitating for improved access to resources since the 1960s, but the WHO did 
not cite the work of activists. Instead, in the public explanation for why this list came about, the 
WHO pointed to the large number of people who lack access to these devices, and to increased 
levels of disabilities worldwide (Assistive Technology 2016). However, the data the WHO uses 
does not present a clear picture of why these devices are needed now or by whom. 
In 2016, the WHO distributed the first “priority assistive products” list, a list of fifty 
assistive devices people with disabilities worldwide should be able to access. In its initial press 
releases, the WHO explicitly drew comparisons between the new products list and its earlier 
essential medications list, suggesting that any essential devices list should predominantly include 
assistive devices for people with disabilities and older adults (Assistive Technologies 2016). 
Once again, instruments used in the operating room or for emergency procedures did not make 
the list. Instead, the priority products list includes devices such as wheelchairs, hearing aids, pill 
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organizers, and other products that are frequently targeted towards ameliorating disabilities and 
impairments associated with old age.  
According to the WHO’s official history, the idea of creating a priority assistive products 
list can be traced to September 23, 2013, when participants in the General Assembly on 
disability and development encouraged the WHO to address the needs of disabled populations in 
response to the Convention on the Rights of Persons with Disabilities (Global Cooperation on 
Assistive Technology (GATE) 2017). At a follow-up stakeholders meeting on July 3-4, 2014, the 
WHO established the Global Cooperation on Assistive Technology (GATE) initiatives, with the 
lofty goal of building a “world where every girl and boy, woman and man in need has access to 
high quality affordable assistive products to lead a healthy, productive and dignified life” (Global 
Cooperation on Assistive Technology (GATE) 2017). To that end, the four pillars of the GATE 
initiative are policy, products, personnel, and provision. Before building a national assistive 
technology policy framework (ATPF) or starting an assistive technology training program 
(ATTP), the WHO committee working on the initiative developed a priority assistive products 
list (APL). In contrast to the expert committee Mahler assembled to develop the essential 
medications list, the WHO committee to develop the priority assistive products list wanted to 
work in partnership with international aid organizations, academic institutions, professional 
organizations, and end-users (Global Cooperation on Assistive Technology (GATE) 2017). So, 
to develop the list, the WHO distributed a global survey to health care providers and end-users 
asking which products were essential to improve the lives of people with disabilities and older 
adults (WHO Finalises List of Assistive Products 2017).  After sifting through more than 10,000 
responses, the WHO committee selected fifty products and publicized the list on March 21-22, 
2016. 
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The priority products list was launched at the World Health Assembly in May 2016 with 
the goal that different nations could adapt the materials on this list to develop a national priority 
assistive products list to meet their own needs and improve access to devices (WHO Finalises 
List of Assistive Products 2017). The products list would also provide guidance for the 
procurement and reimbursement of these devices, enabling “millions of people to function better 
and participate in society” (Priority Assistive Products List 2017; WHO Finalises List of 
Assistive Products 2017). At the same time, my collaborators in Uganda expressed concerns 
about some aspects of the initial list. For example, the list included items such as motorized 
wheelchairs, devices that work better in urban areas but frequently do not work at all in rural 
areas where there are no roads or where roads become impassible during certain parts of the 
year. The list also initially failed to include simple, life-saving devices like urinary catheters that 
many people with spinal cord injuries need to use multiple times a day to prevent bladder 
distention and life-threatening urinary tract infections.  
As evidenced by the inclusion of motorized wheelchairs and the initial exclusion of 
urinary catheters, perhaps the priority assistive products list was not meant to be a practical 
document or a template for improving access to care. By conflating “access to high quality 
affordable assistive products” with “a healthy, productive and dignified life,” the WHO is 
sending a message about how it views assistive devices (Global Cooperation on Assistive 
Technology (GATE) 2017). The WHO suggests that high quality affordable assistive products, 
in and of themselves, can produce a healthy, productive and dignified life. The massive social 
and material infrastructure needed to produce and distribute these products does not appear in the 
WHO press releases. The devices stand alone. Moreover, the WHO also suggests that people 
with disabilities living their lives without assistive products lack health, productivity, and 
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dignity. This claim overlooks the multitude of innovative ways people throughout the world 
overcome physical disabilities through the use of non-standard assistive products. Nevertheless, 
the WHO associates access to devices with an improved quality of life. In the next section, I 
argue that local and international disability rights activists encouraged the association of access 
to assistive products with living a dignified life as a way to improve their access to resources.  
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CHAPTER 3: ADVOCACY MOTIVATING POLICY CHANGES 
 
Across the street from the most luxurious shopping mall in Uganda, a man crouches next 
to a busy parking lot. He briefly glances at me before scurrying away like a crab, head held high, 
abdomen towards the sky.  He moves rapidly on all four limbs, wearing bright blue sandals on 
his hands and feet. Although I rarely find myself in this neighborhood, I see him every time my 
work brings me here. He reminds me of the variability in how people use devices to address their 
disabilities. Two pairs of blue sandals are not included in the WHO’s list of preferred assistive 
devices, but they are invaluable to this man’s way of life. 
During my fieldwork, I was constantly surprised and delighted by the ingenious ways 
people use found objects and pathways of sociality to construct solutions to their mobility 
problems. This improvisation stands in contrast to the routine protocols associated with 
medication administration. I found such a bewildering array of devices that I will intentionally 
limit my description to the ways people obtain devices and otherwise manage their limb loss in 
Kampala. My collaborators in Uganda managed their limb loss by using crutches, wheelchairs, 
and prosthetic devices. But even the ones who used lower extremity prosthetic devices 
encountered immensely variable options. For example, individuals stricken by landmines during 
Uganda’s civil war were first given Jaipur limbs, a low-cost prosthetic device made out of wood 
and vulcanized rubber, by international NGOs. Others bought fitted lower extremity prosthetics 
manufactured in local workshops and made from imported materials.  Small children could even 
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learn how to walk on experimental prosthetic limbs printed out using a 3D printer. All of these 
prosthetic legs provide different solutions to the same mobility problem.  
In order to understand the WHO’s decision to develop a priority products list, I turn to 
the ethnographic fieldwork I performed in Uganda in 2016. There, I encountered a committed 
group of second generation disability rights activists who viewed themselves as part of an 
international movement of health activists. I also glimpsed the ways that social factors, including 
age, gender, and socioeconomic status, influenced who received access to assistive devices and 
what sorts of devices they could access. Finally, by following the pathway of lower extremity 
prosthetic devices, I was able to map out the plurality of ways that people in Uganda obtain 
assistive devices – nuances that the WHO does not mention in the development of their priority 
products list. 
 
Advocacy as a Catalyst for Change 
The development of a device list did not occur in a vacuum, nor did the WHO create the 
priority products list under the same circumstances in which it created the essential medication 
list. Instead, the device list emerged from a newly expanded notion of health as a human right. 
More specifically, disability activists appropriated the rhetoric and tactics of AIDS activists to 
demand material humanitarian aid as a human right. Instead of focusing on essential 
medications, such as antiretrovirals, antifungals, and antibiotics, that were central to the AIDS 
movement, disability activists demanded access to devices that not only kept them alive, but also 
allowed them to participate in society as human beings with full political as well as biological 
citizenship. 
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In Uganda, approximately 10% of the population suffers from disabilities caused by road 
accidents, disease, and war-related trauma (Muyinda 2013:14).  More specifically, sociopolitical 
circumstances have created an environment where people are at an increased risk of infection 
and injury (Finnstrom 2008). For example, although polio is a preventable disease in much of the 
world, it underwent resurgence and crippled a generation of Ugandans when vaccination 
programs were disrupted during periods of political instability in the 1970s and 1980s (Muyinda 
2013:98). Similarly, the conflict in Northern Uganda, with its associated bombs, landmines, fires, 
and rebel ambushes, further increased the risk of limb loss in a country that had pre-existing high 
fatality and amputation rates due to road accidents (Muyinda 2013:102). For an estimated 2.4 
million disabled Ugandans, limb loss impacts more than mobility (Muyinda 2013:14). It 
fundamentally alters perceptions of their bodies, relationships with others, roles in society, 
identity and sense of self.  
Over the course of several conversations, Edward1, the director of a major umbrella 
organization for people with disabilities in Uganda repeatedly emphasized to me that disability 
advocacy in Uganda has been part and parcel of a larger international movement furthering the 
human rights of people with disabilities. He told me, “What is clear is that the format of the 
disability movement in Uganda did not happen just in Uganda but also came from international 
movements. There was no single declaration of the rights of deaf or blind people but of assuring 
the rights of all people.” The WHO has not been immune or indifferent to these shifts. 
Historically, the WHO’s human rights treaties promoting the rights of people with disabilities 
were part of a greater international movement promoting disability rights. Officially, in 
                                                          
1 All names and identifying characteristics have been changed to preserve confidentiality 
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promoting its priority assistive products list, the WHO presents its assessment of need 
quantitatively.  
The WHO calculates that an estimated one billion people need assistive devices today, 
with that number expected to double by the year 2050 (Priority Assistive Products List 2017). 
Less than 10% of people who need assistive devices have access, and the aging population 
requires an average of two assistive devices per person. Thus, the WHO claims that it has created 
the priority assistive products list to “follow in the footsteps of the WHO Model List of Essential 
Medications” in order to meet a quantitative need (Priority Assistive Products List 2017). But the 
priority assistive products list may not have emerged due to a sudden shift in quantitative need; 
rather, the distribution of devices may have become a priority because of a recent social shift that 
folded disability into the domain of human rights.  
In 2008, the WHO wrote a human rights treaty, “The Convention on the Rights of 
Persons with Disabilities,” to promote the political, economic, and social rights of people with 
disabilities (Convention on the Rights of Persons with Disabilities 2017). The WHO followed up 
with the “World Report on Disability” in 2011, and the subsequent creation of a task force meant 
to ensure that the WHO is accessible and able to mainstream persons with disabilities in their 
own programs (Convention on the Rights of Persons with Disabilities 2017). The WHO 
describes the Convention specifically as an agreement "to promote, protect and ensure the full 
and equal enjoyment of the human rights and fundamental freedoms of people with disabilities 
and prompt respect for their inherent dignity" (Why Is the Convention on the Rights of Persons 
with Disabilities Important? 2013). This document divides human rights for people with 
disabilities into two parts – the need to provide access to physical spaces or written/electronic 
communication and an effort to decrease stigma and discrimination (Why Is the Convention on 
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the Rights of Persons with Disabilities Important? 2013). At the same time, the WHO has not 
been alone in creating task forces and committees to promote the human rights of persons with 
disabilities (Convention on the Rights of Persons with Disabilities 2017). The United Nations 
emphasized “the right of persons with disabilities to attain the highest standard of health care, 
without discrimination” in Article 25 of the UN Convention of the Rights of Persons with 
Disabilities (Disability and Health 2015). On a much smaller scale, advocacy has become an 
integral part of how national and local nongovernmental organizations surrounding disability 
position themselves. 
In Kampala, disability advocacy initially arose in the 1960s when parents of children with 
disabilities sought improved educational opportunities for their children and looked to European 
schools as models. Subsequently, parents of children with cerebral palsy and developmental 
disabilities started the first school and programs for children with disabilities in Kampala. 
Disability rights on a national scale in Uganda emerged in the 1980s. After decades of civil war 
and turmoil, Yoweri Museveni’s administration came into power in 1986 and began passing a 
series of enlightened laws that included protections for persons with disabilities. Unfortunately, 
the laws and the subsequent reality of life for disabled persons did not coincide in practice or in 
public attitude. Today, public buildings, including schools, government offices, and banks, are 
rarely accessible to people with disabilities. Very few people who need devices have access to 
them, and people with disabilities are severely underrepresented in the educational system or in 
the workforce. Consequently, disability rights groups have taken a two-pronged approach, 
advocating for access to material assistance while also combating a public sentiment that renders 
people with disabilities invisible.  
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Mrs. Miriam Jones, the current director of a school for children with physical disabilities 
in Kampala, proudly told me that her school has educated students who have then continued on 
to advocate for the rights of those with disabilities. As adults, a number of her former students 
work as lawyers, teachers, and directors of nongovernmental organizations. I had the opportunity 
to talk with some of her former students, including Norman, who works for an international 
NGO that distributes wheelchairs and assistive devices. He told me that although he distributes 
material support in the form of assistive devices, he still considers his advocacy work on behalf 
of disability rights to be critically important. Similarly, Edward also noted that there is a 
discrepancy between the legal rights of people with disabilities and how they are actually treated 
in everyday life.  
When disability advocacy came to the forefront in Uganda, it was part of an international 
push towards civil rights for persons with disabilities. Influenced by what was happening abroad, 
but also by the changing political climate in Uganda, people with disabilities began pushing 
Museveni’s new government to include language in legislation that protected the rights of people 
with disabilities. As a result of this push, people with disabilities in Uganda have legal rights to 
attend school and protective legislation at work.  However, as so often happens, there is little 
awareness or enforcement of these rights.  
An employee at a government ministry who wanted to remain anonymous told me that 
providing assistive devices is not a priority because people die of infectious diseases, not the 
inability to walk. The employee concluded, “No rehabilitation doesn’t kill anyone, but HIV is 
fatal-fatal.” Going one step further, a physician at the medical school noted that traffic accidents 
are the fourth or fifth leading cause of death in Uganda, but public health funding will still go to 
eradicating guinea worm because it has always gone to eradicating guinea worm. By 
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emphasizing the need for access to assistive technologies, the WHO’s priority assistive products 
list runs counter to commonly held assumptions that treating infectious diseases should be the 
primary concern of Uganda’s health care system. 
Health care in Uganda is obtained through a mosaic of clinical and para-clinical 
organizations, including “government services, private providers (including pharmacists and 
injectionists) and local and international nongovernmental organizations and charities" (Crane 
2013:111). As a result of this system, people in Uganda who require assistive devices are forced 
to call upon their therapeutic citizenship, rather than their inadequate legal citizenship, for access 
to care. Therapeutic citizenship allows people with disabilities to turn to international NGOs, 
charities, and social contacts in order to obtain assistive devices and additional material resources 
(Crane 2013:37). Consequently, self-advocacy is geared towards sociality leading to therapeutic 
citizenship, and a compelling narrative can be exchanged for coveted resources. 
During my fieldwork I saw first-hand how the lack of government services forces 
individuals to navigate these irregular systems. I first met Cassie at a pediatric rehabilitation 
hospital, where she works in the prosthetic and orthotic workshop. Unlike most of the NGO 
workers with whom I spoke in Kampala, Cassie did not receive much schooling and only speaks 
Luganda. We spoke through a translator. Unable to walk since infancy, Cassie spent most of her 
childhood at home with her mother. Cassie received her first wheelchair when she was five years 
old; it had been donated by an organization that distributes assistive devices to children. She kept 
the same wheelchair for fifteen years. When she was a grown woman of twenty, a neighbor’s 
friend saw her cramped in her tiny wheelchair and asked her why she continued using a child’s 
wheelchair. After a brief conversation, the neighbor’s friend called in favors that resulted in both 
a new wheelchair and enrollment into a program for Cassie to learn a trade and become self-
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sufficient. Cassie had only recently received her new wheelchair and was now undergoing 
vocational training in leatherwork at the NGO that had donated her wheelchair.   
People with disabilities in Uganda today are employing similar “confessional 
technologies” Nguyen describes his interlocutors using in West Africa during the pre-
antiretroviral AIDS epidemic (Nguyen 2010:38). In place of empty clinics and bare pharmacies, 
Nguyen found a proliferation of workshops, seminars, and training sessions devoted to getting 
people to talk about AIDS (Nguyen 2010:38). NGOs found it simpler and more cost-effective to 
support workshops and training than to invest in the complex social and material infrastructure 
necessary to distribute medical treatment for HIV (Nguyen 2010:41).  I found a similar emphasis 
on “advocacy” over the actual distribution of adequate assistive devices in Uganda, where having 
a good story and being able to elicit sympathy gave people the ability to access resources that 
they otherwise would not have.  
As a recipient of NGO assistance, Cassie saw first-hand how a compelling story allowed 
her to acquire a new wheelchair: this is the power of confessional technologies (Good 2010:44). 
Once she had the wheelchair, she was able to parlay her newfound mobility into an educational 
opportunity for vocational training. When she arrived at the rehabilitation hospital run by the 
NGO, she became aware that she had even more options available to her in life. At the same 
time, by “turning testimonials into commodities,” confessional technologies transform social 
relationships previously based on a mutual sense of obligation (Nguyen 2010:59). For the first 
time in her life, Cassie lived away from her family and friends. Her new employment 
opportunities simultaneously resulted in increased independence and a fraying of social bonds.   
Confessional technologies function at the level of the individual and interfere with 
improved access for everyone. Cassie obtained resources for herself, but at the cost of improving 
20 
 
access to resources at a societal level. If people with disabilities are expected to somehow obtain 
their own assistive devices through NGOs or other means, the government is absolved of 
responsibility for providing resources. As a result, while the Ugandan government makes laws to 
support the rights of people with disabilities, it does not invest in the infrastructure needed to 
materially support people with disabilities. And NGOs teaching their clients to use confessional 
technologies to gain resources do so at the (literal) expense of directly providing necessary 
material and structural support. 
Disability rights as human rights can also be seen in the struggle against 
disenfranchisement in Uganda. In keeping with Arendt’s views that to be fully human is to be 
politically engaged, a major umbrella organization for people with disabilities in Uganda 
encourages the government to set aside certain posts specifically for people with disabilities, 
supports people with disabilities in running for office, and agitates for transparent elections in the 
current political climate (Arendt 1948). As Edward told me,  
We situate ourselves within a larger network to be able to articulate the 
requirements of our members. We try to further civil rights and deal with human 
beings’ dignity, so it is important that people with disabilities can participate in 
other sectors.  
 
At the same time, the nature of advocacy for people with disabilities in Uganda has changed, 
particularly as political circumstances have changed within the country. The most recent 
presidential election was marked by public protests, met with military and police violence, and 
culminated in opposition candidates jailed for treason. So I was surprised to see that the website 
for the national disability rights organization included a section on improving access to free 
elections.  
For decades, the major disability rights groups exchanged votes for the ruling party for 
legal protections. Government officials would come to the main offices of disability advocacy 
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organizations, drive people with disabilities to the polls, and ensure that they voted for the ruling 
political party. However, during this most recent election, people with disabilities voiced their 
displeasure by declaring their political independence. During the presidential inauguration, the 
government shut down communication into and out of the country. Social media, including 
Facebook and Twitter, was shut down, as was phone service and internet access. International 
and domestic journalists were not allowed to cover the protests that were taking place in 
Kampala. Therefore, when people with disabilities in Kampala publically declared their 
opposition to the current political regime, this politically, physically, and economically 
vulnerable population was intentionally engaging in potentially life-threatening, activist 
activities.   
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CHAPTER 4: SOCIAL FACTORS MEDIATING ACCESS 
 
Although the WHO very clearly states that nine out of ten people who need assistive 
devices worldwide do not have access to them, it does not drill down to the details of what 
distinguishes the majority of people lacking access from the minority of people with access. The 
literature, corroborated by my collaborators, describes several factors influencing which people 
in Uganda have access to health-related resources and why. Social factors that mediate access 
include gender, age, socioeconomic status, and the urban/rural divide.  
 
Age and Gender 
Tactics meant to improve access to assistive devices among people with physical 
disabilities may actually exacerbate social inequalities. For example, when governmental and 
nongovernmental agencies justify their distribution of assistive devices as a way to improve 
school attendance in children and employment rates in adults, it can backfire by decreasing 
access for girls and women.  
Pre-existing gender disparities and power dynamics already make it more difficult for 
girls without special needs to attend school in Uganda than for boys. Legally, all children in 
Uganda have the right to attend public school free of charge through primary school. In reality, 
these laws are rarely enforced for a multitude of reasons. Schools lack the funding they need to 
provide the human and material infrastructure necessary for addressing the needs of children 
with vision, hearing, learning, or mobility difficulties. At a basic level, schools are not built with 
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access in mind. They often lack trained special education teachers. Even traveling to and from 
school can be difficult if a child cannot walk or sit on one of the hired mopeds that drive many 
children to school. As a result, children with disabilities who continue their education often need 
to attend boarding schools specifically for children with physical disabilities. 
In speaking with Mrs. Jones, the headmistress of such a boarding school, she noted that 
parents have to pay for their children to attend her school for children with physical disabilities. 
These families have more financial and social resources than most Ugandans. Her boarding 
school does not buy assistive devices for these children, but it does provide small teacher-to-
student ratios, occupational therapy, and physical therapy. Over the past fifty years, this school 
has graduated several generations of students who have gone on to advocate for the rights of 
people with disabilities and other marginalized populations.  
Although children with disabilities may access education through boarding schools, 
gender plays a complicating role. Mrs. Jones explained to me that there were many more boys 
than girls enrolled in her school. When I asked her why, she told me, “I wouldn’t say that boys 
have more special needs than girls, but parents have a negative attitude towards girl’s education.” 
Even within the same family, some children are given more resources than other children, often 
based on gender. Gender disparities magnify the effect of a lack of resources to prevent adequate 
(and legally required) access to primary education for children with disabilities. This interference 
does not end in childhood. People repeatedly told me how physical disability influences what 
men can do but who women are; and this distinction impacts who receives assistive devices, as 
well. 
When I asked her about gender differences in prosthetic devices use, a mental health 
counselor working with injured children told me, 
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Men work a lot in Uganda. In most cases, I would think that it would improve 
men’s independence; for women it would be for completion. Women can cook 
and launder without needing to leave the house. For older girls, it may be to want 
to cover up, to complete. 
 
This concept of “completion” frequently came up in conversation. It was a commonly repeated 
belief that women and children who lost a limb to amputation sought out aesthetic prosthetic 
devices to hide their limb loss. In contrast, men wanted a return of function and mobility in order 
to engage in wage labor outside the household (Denning 2010). Based on these commonly held 
assumptions, using employment outside the household as an endpoint for the successful 
distribution of assistive devices means that adult men will continue to disproportionately receive 
access to assistive devices.  
At the same time, the notion of “completion” is not just an aesthetic one. One of my 
collaborators told me that women in her ethnic group who have physical disabilities cannot be 
considered beautiful because beauty is associated with mobility. Consequently women who 
sustain amputation have difficulty walking and difficulty marrying or remaining married. 
Another told me that, in the more rural areas of Uganda, 
Life of the woman…is in the hands of the men all of the time. For example, the 
perception of beauty among the Achole necessitates that a woman must be 
physically able and mobile. She must be able to produce, grow enough millet, 
make beer during harvesting season and call on relatives. If a man has a woman 
who cannot perform these activities, then the man feels he has no woman. 
 
Not infrequently, women who sustain amputation or other physical disabilities are abandoned by 
their spouse or partner (Muyinda 2013). Aesthetics and functionality are intrinsically tied 
together for women in ways that obscure how increased access to assistive devices improves 
women’s lives. 
Within urban Kampala, women seeking out assistive devices are able to obtain them 
through a combination of multiple sources of income and strong social support networks. In the 
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rural areas and among some ethnic groups, women are less likely to have access to relationships 
that can help them acquire assistive devices. They are also more indebted to male relatives 
because resource distribution is controlled by men, and women are less likely to have access to 
their own money. Even in Kampala, Edward told me about how women are less able to advocate 
for themselves within his own organization. He admitted that women are not found at high levels 
in his organization despite their eagerness to participate: 
There is an issue of culture and education: women are not involved in higher 
levels of leadership as a result of Ugandan culture. They are not available at night 
when the meetings take place because they are home cooking dinner for their 
families. That sensitivity might not come up. 
 
Denying assistive devices to women by using narrowly defined endpoints of employment and 
school attendance further entrenches the tremendous misogyny women with disabilities already 
encounter on a daily basis within the family and in society at-large.  
 
Socioeconomic Inequalities and the Rural/Urban Divide 
Social status both informs— and is reflected by—the types of assistive devices people 
with debilities can access and utilize. Access to assistive devices is unequal, differing on the 
basis of where people live and who they know (Ingstad and Whyte 2007). Not surprisingly, 
people in Uganda who have high-quality contacts and relationships with non-governmental 
organizations and organizations that provide assistance and devices are more likely to obtain 
necessary devices (Muyinda 2013:161). Similarly, people who use wheelchairs, prosthetics or 
crutches to move around are more likely to have higher social status than those whose mobility is 
limited to moving around on all fours (Muyinda 2013:106).  
In the early 2000s, NGOs providing assistive devices in Northern Uganda left insecure 
rural areas in favor of urban environments, negatively impacting access for people living in rural 
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areas (Muyinda 2013: v, xi, 156). As a result, people who had been relying on international 
NGOs for health-related resources were forced to turn elsewhere. Political capital filled in the 
gap for some people with disabilities who needed assistive devices. However, access to assistive 
devices depends almost entirely on governmental priorities and remains extremely inequitable. 
When the government distributes mobility devices, obtaining a device requires positioning, 
networking, and can be interpreted as a political act on the part of the recipient (Reynolds Whyte 
& Muyinda 2007:297; Kohrman 2005;). 
Devices can be bought in the marketplace, but families are often forced to decide whether 
or not investing in an assistive device makes sense from an economic standpoint. Mobility 
devices facilitate sociality and permit people to live and work within rural and urban 
environments (Muyinda 2013:84). More specifically, assistive devices in the form of tricycles 
and wheelchairs allow men in Uganda to participate in the local economy, and these devices are 
frequently bought using family savings or loans. Some men with physical disabilities power 
hand-crank tricycles to transport goods and people between the Uganda-Kenya border (Reynolds 
Whyte & Muyinda 2007:295).  Other men with physical disabilities take advantage of decreased 
boat fares for people with disabilities and transport goods across borders using river ferries 
(Reynolds Whyte & Muyinda 2007:292). Owners of hand-crank tricycles buy these assistive 
devices using loans from businessmen or family members, or they work in order to save money 
and buy their devices outright (Reynolds Whyte & Muyinda 2007:290). These examples reveal a 
circular pattern, where people who have financial means can obtain assistive devices that they 
then use to improve their economic prospects. 
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CHAPTER 5: DISTRIBUTING DEVICES 
 
When the WHO developed its list of essential medications, the primary alternative to 
curative medication was supportive care. In contrast, people with disabilities use a wide range of 
assistive devices not included in the WHO’s priority assistive products list. People obtain 
assistive devices through multiple pathways, and very few of these pathways involve 
governmental support. In this section, I argue that if the WHO wants to improve access to 
assistive devices for the 90% of people worldwide who currently lack access, it will have to 
expand its notion of what counts as an assistive device and better understand how people are 
currently obtaining assistive devices.   
 
Planting Assistive Devices 
During my fieldwork, I saw people with physical disabilities in Uganda walking with the 
support of smoothened sticks, on all fours, using hands fit into plastic sandals, on their buttocks, 
or limping along, holding onto family members. Other people use prosthetic devices, crutches, 
two crutches and calipers, wheelchairs, and tricycles (Muyinda 2013:20, 138). Some of these 
devices are built ad hoc, and people use available resources that cost very little money. In larger 
cities and among the wealthy, devices are bought outright. However, many people in Uganda 
who have wheelchairs, tricycles, and prosthetics, received them through donation – and donated 
devices have significant, predictable problems associated with terrain and households.  
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When Ugandans discuss the concept of “imported” or “Western” devices, they often 
mean generic, donated goods that have found their way to local markets. These devices are 
contrasted with individualized devices produced in local workshops, often with imported parts. 
In an interview, medical anthropologist Herbert Muyinda argued that many of the assistive 
technologies distributed in Uganda are made in “Western countries,” in a completely different 
setting with different infrastructure, and then “they plant them here.” Westerners distributing 
Western-made devices plant not just the artifacts but also the ideas behind them. In non-African 
settings, mobility devices function to further independence and autonomy. Whereas, in the 
African setting, Muyinda believes, “prosthetics are not used to return independence but rather to 
attract more people to you, to be acceptable to society, and to be able to interact with others.” 
Therefore, viewed within the context of embodied sociality, Western-designed devices 
frequently fail to meet the social goals of Africans who receive these devices. 
In addition to being unsuitable for local conditions, foreign-made designs are difficult to 
maintain and expensive to replace (Muyinda 2013:84).  Poorly fitted devices will either be 
rejected or lead to worsening disability, particularly if the devices are not individualized for 
person and terrain, if there is no follow-up, or if growing children are not re-measured at frequent 
intervals with adjustments made to their devices. As Patrick, the head of a rehabilitation center’s 
prosthetic workshop, told me, people will leave imported devices they bought at the market in 
his workshop because these devices don’t address their needs. For example, one woman I met at 
the prosthetic workshop had been using a wheelchair that was too short for her and so she had to 
keep her legs bent, resulting in permanent limb contractures. Generic folding wheelchairs bought 
at the local market often produce skin breakdown and spine problems, while other men and 
women develop life-threatening pressure sores as a result of ill-fitting assistive devices.  
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As children grow, lack of follow-up after they receive assistive devices can also harm 
them. Norman, the head of an NGO that provides assistive devices, told me,  
Children sometimes get a very big [wheel]chair and then grow out of it. Follow-
up is a big problem. Part of the problem is that [charities] want to follow up but 
often do not have the funding to provide adequate follow-up of children. The ones 
that do good follow-up are the ones who have specific funds to follow-up. 
Without it, children can develop scoliosis and other problems.  
 
Norman and other NGO workers are frustrated by the high levels of long-term morbidity and 
mortality that comes from distributing a large number of devices but not providing 
reexamination. As Norman noted, some private organizations are better at providing devices, 
“because they try to keep up their name and serve the community. But the government is about 
how many; it doesn’t look at quality. That is the strategy.” 
 
Pathways of Distribution for Locally-Made Assistive Devices 
Uganda has been reliant on non-governmental organization funding since its civil war 
ended in 1986. For the past three decades, the government has encouraged civil society 
organizations to fulfill obligations that cannot be managed by the state, including health care 
needs (Scherz 2014:11-12; Dunn 2012). As a result, people in Uganda who require health care 
resources obtain them through a complex network of hospitals, religiously-based charities, and 
international NGOs. In this section, I will describe how locally-made assistive devices follow a 
complex network of non-governmental organizations, religiously-based rehabilitation centers, 
and private orthopedic workshops, traveling in ways that undermine the WHO’s rigorous priority 
assistive products list. 
Debra, the head of a very successful non-governmental organization serving landmine 
victims in Uganda, described to me how difficult it is for people who have sustained amputation 
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to obtain much-needed assistive devices. As a landmine survivor and a passionate advocate for 
people with physical disabilities, Debra is a popular speaker on the NGO circuit and has been 
invited numerous times to speak out against landmines before the United Nations in Geneva. But 
she freely admits that one of her biggest challenges as someone who has suffered limb loss is in 
obtaining prosthetic devices. Since her initial injury, she has had fourteen prosthetic legs and 
paid cash for four of them. She told me that her current prosthetic cost $2000, even though it was 
covered by insurance. At the time, she was on a speaking tour in the United States, and she was 
receiving health insurance through the program sponsoring her. 
Although Debra acknowledges her own privileged position and how her connections with 
international NGOs supply her with prosthetic devices, she is very clear that most people in 
Northern Uganda have tremendous difficulty obtaining any assistive devices. Debra went on to 
explain that, a few years ago, some “kids from the UK” contacted her and asked her what they 
could do to help victims of landmines in Uganda. She told them to collect abandoned crutches 
and send them to her. After collecting new and used crutches, the students found a British airline 
pilot who dropped the crutches off in Uganda when he flew into town once a month on British 
Airlines. Debra and her colleagues picked up the crutches from the airport and distributed the 
assistive devices for free when they made their rounds to check on other projects throughout 
rural regions of the country. 
People who use prosthetic limbs, not just crutches, run into a series of problems as they 
try to get care. Debra told me about material shortages throughout the country that prevented the 
handful of prosthetic/orthotic workshops in Uganda from building assistive devices. Some 
workshops provide prosthetics made from shoddy donated materials that quickly break, while 
others have run out of funding and their materials have since expired. In addition, transportation 
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to and from workshops can be difficult and people are reluctant to travel through regions with 
ongoing tribal conflict. An emphasis on cost sharing at some NGO-run workshops means that 
people who need assistive devices often cannot afford them, even at reduced cost. Furthermore, 
depending on current circumstances, some workshops only do repairs if they have run out of 
materials, or they only help children, or they only provide care to military veterans from very 
specific wars. Debra was adamant that the lack of access to assistive devices is a violation of the 
rights of persons with disabilities to have health services and be able to maintain their 
livelihoods. She does what she can, but she has to overcome a lack of centralized infrastructure 
for the distribution of assistive devices in Uganda.  
In this context, one orthopedic children’s hospital outside of Kampala is trying to find 
alternative ways to distribute assistive devices by using 3D printers to create prosthetic legs. At 
BST, a partnership between health care providers in Uganda and a group of engineers in Canada 
has led to innovative research in how to produce high-quality, low-cost, individualized devices 
for people in low-income countries. Orthopedic surgeons and prosthetic device makers in 
Uganda take measurements of children’s legs after the children have undergone trans-tibial 
amputation. They then enter the measurements into a computer attached to a 3D printer that 
produces sockets out of plastic. At this time, the research team is only testing these prosthetic 
devices for children because of limitations in the weight-bearing capability of the materials, but 
they hope to be able to expand their patient population to people of all sizes. 
Dr. Malcom, the head of the program in Uganda, told me that 80% of their patients are 
children, and they come to BST through support organizations such as NGOs. Children receive 
medical care and assistive devices through a combination of three sources: support organizations, 
family funding, and BST. If a patient comes in through an organization, the organization will pay 
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for some of the treatment, BST will pay for some of it, and families pay some fee. If the family 
has no other options, BST pays the entire cost of care. As a result of shifting priorities among 
funding organizations and international aid caught in the crossfire of international diplomacy, the 
pediatric orthopedic hospital is constantly seeking new sources to fund care for patients.  
The prosthetic/orthotic workshop is a critical part of the orthopedic hospital. Dr. Malcom 
said, 
If a child gets a BK [below-knee amputation], it requires a prosthetic. If wounds 
have healed and improved, then we usually fit them. In Uganda, being an 
amputee, you are looked at as…I don’t know…someone who has been cursed. 
But anyone who is walking with crutches, that person is always stigmatized. So 
they want to fit into their community. They want to be independent, not so much 
just fitting into their community. The workshop is a priority area, given that we 
are an orthopedic hospital. It is a unit we are identified with throughout the 
country.  
 
His colleague, Noah, nods in agreement. Noah runs the workshop at BST and is enthusiastic 
about the potential he sees in the 3D printing project. In particular, he is excited that the printers 
produce little wasted material, given that materials are a primary expense, and that the printers 
take twenty-four hours to produce a completed socket in contrast to the four or five days required 
by traditional methods. Both men recognize that BST is exceptional in its access to resources, 
technology, and support from the international health community. 
At the other end of the technological spectrum is Namuwongo House, a well-regarded, 
private rehabilitation center outside Kampala for children who have sustained some sort of 
physical or cognitive disability. Most of the children come here because of congenital 
abnormalities, such as missing or malformed limbs, surgical amputation for cancer treatment, or 
traumatic limb loss. The pediatric patients arrive from their villages for evaluation, receive 
physical therapy pre-operatively, undergo surgical intervention at a local hospital, and then 
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return for post-operative rehabilitation. Very few people in Uganda have health insurance, and 
even fewer have health insurance for their children. As a result, families who are able to bring 
their children to Namuwongo are financially well-off compared to many others. Families usually 
learn about this rehabilitation facility from former patients who live in their community, other 
parents in the hospital, and advertisements on the radio. Although Namuwongo accepts 
volunteers and donations, the rehabilitation center provides unusually thorough care to its young 
patients compared to NGOs or governmental facilities. For example, a child therapist is on staff 
to help patients and their families emotionally adjust to limb loss and the subsequent 
interventions. Similarly, craftsmen and carpenters in the prosthetic/orthotic workshop produce 
individualized devices for the children.   
Patrick, the head of the orthopedic workshop at Namuwongo, invited me to spend some 
time at the workshop to see how they make lower extremity prosthetic devices. The large 
workshop employees carpenters, specialists in leatherwork, and trainees. Patrick is one of a 
handful of licensed prosthetists in Uganda, and he takes great pride in his ability to use locally 
available materials, an understanding of human physiology, and artistry to create assistive 
devices. For example, he showed me a specially-made prosthetic device for a child with 
arthrogryposis that he calls an “arthroprosthetic.” In arthrogryposis, infants are born with 
multiple contractures, creating crooked joints. Some cases are mild, but other cases are quite 
severe and the limb is essentially nonfunctional. Patrick’s “arthroprosthetic” was made for a 
child whose parents were not emotionally prepared to have their child’s limb amputated, even 
though amputation would allow the child to learn how to walk with a proper prosthetic. So, as a 
stopgap measure, Patrick’s device fits around the malformed limb to accommodate it and then 
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has an appendage like a peg leg to allow the child to walk with both a malformed left leg and a 
normal right one. 
For Patrick, the most important factors in creating effective prosthetic devices are 
comfort, convenience, and the avoidance of complications like skin breakdown. However, his 
devices also take people’s psychosocial needs into account. He frequently creates devices that 
are intended as stopgap measures. For example, if a child is involved in a car accident and has a 
mangled limb, the initial amputation will need to be revised during a subsequent surgery. In the 
meantime, the child will need some mobility device to get around until the next operation. But 
the new mobility device may have to tide the child over for months to years because many 
Ugandans fear that they might die in the operating room and parents often postpone their 
children’s surgeries indefinitely. Psychosocial concerns are also important for follow-up. In 
general, optimal follow-up for children with assistive devices is every six months. Some patients 
live far from Namuwongo, so the workshop technicians will go to the villages and have 
community outreach clinics. However, if family members feel like the prosthetic devices are 
working, they do not bring their children back to Namuwongo for follow up and that can be 
dangerous if there is an unrecognized problem with the prosthetic device. Patrick and his staff 
frequently spend their time counseling families about the importance of follow-up, and they 
consider this counseling a critical aspect of producing prosthetic devices. 
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CHAPTER 6: CONCLUSION 
 
Scholars studying material medical aid frequently describe how a lack of material 
resources and difficulties accessing resources lead to devastatingly high rates of morbidity and 
mortality in low-income countries (Farmer 2006). The WHO follows this line of reasoning when 
it justifies the recent development of a priority assistive products list by describing a world 
where one billion people with disabilities need assistive devices, but only 10% have access to 
these resources (Priority Assistive Products List 2017). Therefore, the WHO prepared a list of 
priority assistive products that governmental and nongovernmental organizations should provide 
for people worldwide and couched the distribution of these devices in terms of human rights. In 
creating this list, the WHO suggests improved access to material goods is the most critical 
endpoint for improving overall health and access to new medical technologies is an unmitigated 
good (Adams 2010). But by approaching inequitable access to assistive devices as it once 
approached access to medications, the WHO de-contextualizes the priority assistive products list 
from contemporary social circumstances.  
The priority assistive products list suggests that inadequate access to products is the 
problem, but, in and of themselves, devices lack agency. Simply distributing a small range of 
assistive devices and expecting them to fit people’s bodies and sociocultural expectations can 
cause physical injury, as well as waste time, money, and intellectual/material resources. As this 
paper has shown, people with disabilities in low-income countries like Uganda select and alter 
their devices in an attempt to express their own agency, individuality, and social roles.  
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Furthermore, by creating a standardized priority assistive products list, the WHO may not be 
promoting the safest access to devices for people in low-income countries. When people buy 
mass-produced devices from markets or receive them as part of a bulk shipment from NGOs, 
they are more likely to develop complications like pressure sores and contractures. People with 
disabilities in Uganda who require the use of assistive devices tend to do better when they obtain 
their devices through local workshops. Unfortunately, even there, they run into roadblocks. 
People with disabilities may not have the financial means to obtain locally-made devices and the 
workshops themselves often lack necessary materials and trained staff members.  
By creating a priority assistive products list, the WHO has committed itself to supporting 
certain forms of life in the developing world and excluding others. It supports people who can 
attend school and seek employment outside the home – requirements that frequently shut out 
women and girls. It supports people who interact frequently with established NGOs; in other 
words, people with pre-existing social capital who live in stable environments. In rural areas, the 
NGO infrastructure often serves as a supply chain for people who require assistive devices. In 
Kampala, the people who required assistive devices usually buy them using income from paid 
employment, insurance, or through the financial assistance of family and friends. Over the past 
few decades, the rural regions of Uganda have been intermittently unstable while people living in 
urban areas have less access to NGOs.  
Age also plays a role in forms of life the priority assistive products list supports. Adults 
have greater difficulty obtaining devices from NGOs than children. Namuwongo House for 
children is very specific that its services are not universally available to everyone. However, by 
virtue of being a rehabilitation center for children, it gets more international donations and more 
financial support from concerned families than it would get otherwise. Services at BST are 
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primarily for children under eighteen years old, and a sign on the wall of the private pediatric 
hospital states: 
Please note that…subsidized services are only available to children aged 17 years 
and below. Children who start treatment at 17 years and below will be supported 
until treatment is concluded at a maximum age of 20 years, where there will be a 
review. Proof of age and identity should be brought by all patients. 
 
Consequently, the type of person who is most likely to obtain an assistive device as a result of 
the WHO’s priority assistive products list is influenced by demographic factors like gender, 
rural/urban environment, socio-economic status, and age. By encouraging the widespread 
distribution of assistive devices but not providing guidance for how these assistive devices 
should be distributed, the WHO risks reinforcing pre-existing inequalities.  
The WHO also assumes that devices can operate independently of human and non-human 
infrastructures, and that simply providing a short list of devices is sufficient to improve the lives 
of people with disabilities throughout the world. However, as the people who create and use 
these devices repeatedly showed me, assistive devices are forms of material culture deeply 
integrated within the social expectations and natural environment of the communities in which 
they are used. Muyinda emphasized that Western devices cannot just be “planted” in Uganda and 
expected to flourish, while Patrick described how his patients’ beliefs about life, death, and 
health care encouraged him to create individualized devices to function as stopgap measures 
between operative interventions. The ad hoc nature of how people currently obtain and use 
assistive devices in Uganda means that the WHO is entering a region of the world where 
following the guidelines set out in the priority assistive products list is just one of many possible 
avenues for people to access devices.  
In 1977, the WHO published a list of 186 medications that it deemed essential for the 
health of people worldwide. When it followed up forty years later with a list of fifty devices 
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essential for the management of disabilities, the WHO explicitly drew parallels between the two 
lists. But for people living in low-income countries like Uganda, the distribution of assistive 
devices has never correlated with the distribution of medications. Instead, disability magnifies 
pre-existing social inequalities, as evidenced by power differentials in who currently receives 
assistive devices. Moreover, unlike pharmaceuticals, locally produced assistive devices built 
specifically for individuals function better on the ground than those built by global 
conglomerates or distributed according to specific protocols. Context still matters. 
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